
Protecting the Rights of Low-Income Older Adults 



www.NSCLC.org 

Medicaid Long Term Services 
and Supports 101 
 Advocate’s Guide to Emerging 
Opportunities and Challenges 

Eric Carlson 
Anna Rich 
Evin Isaacson 

September 24, 2012 

2 



The National Senior Citizens Law Center is a non-profit organization 
whose principal mission is to protect the rights of low-income older 
adults. Through advocacy, litigation, and the education and 
counseling of local advocates, we seek to ensure the health and 
economic security of those with limited income and resources, and 
access to the courts for all. For more information, visit our Web site at 
www.NSCLC.org.  



Webinar Roadmap 

• Community-Based LTSS Options 

• Legal Protections 101 

• Advocacy Issues 

– Defending Access 

– Expanding Services 

– Shift to Managed Care 

 

4 



Medicaid Long Term Services 
and Supports (LTSS) 

• Medicaid: 

– America’s Health Care Safety-Net 

– joint state/federal program 

– primary payer for LTSS 

 

• Medicaid LTSS Services: 

– Nursing Home (Medicare = max 100 days) 

– Home and Community-Based Services (HCBS):  

• Home Health, Personal Care Services (PCS), Adult Day 
(Health) Care, Homemaker Services, etc. 
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Total US Long-Term Care (LTC) Expenditures, 2011  
$221 billion 

Medicare  
29% 

Medicaid/ 
Other Public 

41% 

Out-of-Pocket 
22% 

Private 
Insurance  

8% 

Source: Historical National Health Expenditure Data, CMS 2011   (courtesy of C. Harrington) 
https://www.cms.gov/nationalhealthexpenddata/02_nationalhealthaccountshistorical.asp 



Medicaid’s  
Community-Based LTSS 

Program Options 



Medicaid LTSS Options 
Traditional State 
Plan 
 

(entitlement) 

Waivers 
 
(CMS waives certain 
Medicaid rules) 

Other Options 
 
  

Mandatory Nursing Home (51) 
Home Health (51) 

--- --- 

Optional Personal Care (32) 
Adult Day Care 
Personal Care 
Homemaker Services 
 

1915(c): HCBS  Waivers 
(300+) 

 
1915(d): HCBS Waivers 

for Older Adults 
 

1115a: Demonstrations 
(80+) 

 

1915(j):  Self-Dir. 
Personal Asst. 

PACE 
 
ACA additions:  
 
1915(i): HCBS+ 
1915(k): Community 

First Choice 
BIPP 

Managed 
Care 

State Plan Authority: 
1932(a) 

Waiver Authorities: 
1915(a),1915(b), 1115a 

Different Programs, Different Rules 
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Traditional State Plan 

• Plans: 42 U.S.C. § 1396a(a) 

• Services: 42 U.S.C. § 1396(d)(a)  

• ENTITLEMENT 

– Statewide 

– Comparable 

– No Cost Caps 
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Section 1915(c) HCBS Waivers 

• 42 U.S.C. § 1396n(c)(1) 

• Most Heavily Utilized HCBS option 

• Quirks: 

– Cost limits  

– geographic/population targeting 

– enrollment caps (waiting lists!) 
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Medicaid HCBS Participants & Expenditures by 
Program, 2008 

Home 
Health 

922,396 
(30%) 

Personal 
Care 

902,943 
(29%) 

Waivers 
1,241,411 

(41%) 

Ng & Harrington , 2011. Medicaid HCBS Program Data 92-08. San Francisco, CA: UCSF 

Waivers 
$30B 
(66%) Home 

Health 
$5B 

(11%) 

Personal 
Care 
$10B 
(23%) 

Total Participants: 3.07 
million 

 

Total Expenditures: $45 
billion 



IB Gel UDIltl" " fI:iJl a WcbJU fceslRtc.t 

Q Home Federal Policy GUld.lnce Medicaid CHIP Stlte Resource Center Affordable Care Act 

Medlc';lId 

By Topic 

Benefrts 

Cosl Sharing 

W.llve rs 

Long-Term services & 
S"_ 
Delivery Syslems 

Qualily 01 Care 

Financing & 
Reimbursement 

1915(C) Home & Community-Based Waivers 

The 1915(c) waivers are one 01 many optoos available 10 states to alJc10v the provisoo 01 long lerm care 
servICes in home and community based senings under the Medicaid Program States can oner a variely 01 
servICes under an HCBS Waiver program Programs can provide a combinatoo of standard medical 
servICes am:! non-medical services Standard services include bI.It are not limited 10 case management 
(i e supports and service coordinatoo), homemaker, home health aide. personal care adult day health 
servICes, habilnatoo (both day and residenlial), and respite care States can also propose ·other" Iypes 01 
servICes that may assist in diverting andlor Iransnooing individuals Irom institutooal senings into Iheir 
homes am:! community 

More intormatoo on aooroyed 19151cl waNers in each state is ayailable Or leam more about home and 
communitY based services deliVery 



Section 1115 
Demonstration Waivers 

• 42 U.S.C. §1315 

• FLEXIBILITY (within limits) 

– CMS considers: experimental purpose, 
likelihood to promote Medicaid objectives, 
necessary extent and period  

• Newton-Nations v. Betlach (9th Cir. 2011) 

• New Approval Process/Public Input Regs:  

• 42 C.F.R. §§ 431.400-.428 
 

Note: Distinct from 1115A (duals demos) 
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l8:I Gel Upd'!n @ am a wmt, fttdbtct 

~ Home Federal Polity GUidance Medlt.llid CHIP State Re!ource Center Afford.lble Care Act 

l:!2m!I ~ Ue!lcij<! ~ By T9pjc ~ WJiy!trs ~ Sedlon 1115 Oemonslralions 

Medlc,nd 

By Top~ 

Waivers 

Section 1115 
Oemontitr.ltionti 

Section 1115 Demonstrations 

About Section 1115 Demonstrations 

section 1115 of the Social Security Act gives the SecretalY of HeaRh and 
Human Services authority to approve expermental, pilot. or clemonstration 
Pfoje(ts that Pfomote the objectives of Itle Medicaid and CHIP programs The 
p!.lrpose of these clemonstrations, which give States additional flexibility to 
clesign and improve their Pfograms, is to clemonstrate and evaluate policy 
apPfOClches such as 

Expanding eliglt>ility to IndividualS whO are not otherwise Meditaid or CHIP 
elig iDJe 

PrOVid ing servites noltyplcally covered by Meditaid 

USing innovative service clelivelY systems that improve care, increase 
efficiency, and reduce costs 

In general, settK>n 1115 demonstrations are approved l or a live-year period 
and can be renewed, typically for an additional three years DemonstratIOns 
must be "budget neutrar to the Federal government, wtlith means thaI dunng 
the course Of the Pfoje( l Federal Medicaid expendrtures will not be rl'IOfe than 
Federal spending without the wawcr 

More Informatlon 

AboutseclK>n 1'15 
DemooSlralK>ns 

pendmg ApDliCatioos 

PublIC Comments 

Hgw Slates Apply 

sectIOn 1 I 15 
Demoostratioos List 



Other LTSS Options: 1915(i) 

• HCBS state plan option 

– no institutional level of care requirement 

– must be statewide, but can target by 
population 

– states can choose from range of LTSS 

– more flexible financial eligibility 
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Other LTSS Options: 1915(j) 

• Self-directed personal assistance services 
(PAS); either state option or waiver.  
Beneficiaries hire and train workers; 
person-centered plan. 

– May be allowed to hire spouses or parents. 

– May be allowed to manage cash budget, 
purchase items not on list. 
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Other LTSS Options: 1915(k) 

• Community First Choice Option (CFCO)   

– Statewide option 

– “person-centered” LTSS 

– 6% enhanced federal match 
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Other LTSS Options: BIPP 

• Balancing Incentives Payments Program  

– incentives for states to increase % spent on HCBS 

– <50% of LTC on HCBS = +2% fed match 

– <25% of LTC on HCBS = +5% fed match 

• State HCBS Increase Strategies: 
– Need no wrong door for LTSS 

– standardized assessment 

– conflict-free case management 
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Legal Protections 101 



Legal Protections: 
Potential Tools for Advocates… 

• Disability Rights Laws 

• Medicaid Act 

– Program-Specific Rules 

– General Requirements (watch for waivers!) 

• Due Process 

 

Don’t forget state and local laws…. 
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Disability Rights Laws 

ADA, Title II: 42 U.S.C. § 12132  

Rehab Act, Sec. 504: 29 U.S.C. § 794  
 

• Methods of Administration:  

– 28 C.F.R. § 35.130(b)(3) (ADA)  

– 28 C.F.R. § 41.51(b)(3)(I) (Rehab Act)  

– 45 C.F.R. § 84.4(b)(4) (Rehab Act)  
 

• Improper Eligibility Requirements:  

– 28 C.F.R. § 35.130(b)(8) (ADA)  

– 45 C.F.R. § 84.4(b)(1)(iv) (Rehab Act)  
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Disability Rights Laws 

• Defense: Fundamental Alteration  
– Reasonable Modification 

– 28 C.F.R. § 35.130(b)(7) (ADA)  

– 28 C.F.R. § 41.53 (Rehab Act)  
 

• Integration Mandate:  
– 28 C.F.R. § 35.130(d) (ADA)  

– 28 C.F.R. § 41.51(d) (Rehab Act)  

– Olmstead v. L.C., 527 U.S. 581 (1999) 

– Legal Standard: Risk of Institutionalization 
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Medicaid Act 

“Once a State voluntarily chooses to participate in Medicaid, the State must comply with 
the requirements of Title XIX and applicable regulations.”  

    –Alexander v. Choate, 469 US 287, 289 n.1 

 

• Federal Approval Requirement:  

– State Plan: 42 U.S.C. § 1396a(a); 42 C.F.R. § 430.12  

– HCBS Waiver: 42 U.S.C. § 1396n(c)(1) 
 

• Statewideness Requirement (waiveable!):   

– 42 U.S.C. § 1396a(a)(1)  
 

• Freedom of Choice Requirement (waiveable!):  

– 42 U.S.C. § 1396a(a)(23) 
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Medicaid Act, cont. 

• Reasonable Promptness:  

– 42 U.S.C. § 1396a(a)(8) ;  42 C.F.R. §§ 435.911, 435.930  
 

• Comparability (waiveable!):  

– 42 U.S.C. § 1396a(a)(10)(B)(i) ; 42 C.F.R. § 440.240  
 

• Reasonable Standards:  

– 42 U.S.C. § 1396a(a)(17) ; 42 C.F.R. § 440.230(c)  
 

• Amount, Duration and Scope:  

– 42 C.F.R. § 440.230(b) 

– Purpose of Services: 
• Medicaid services generally:  42 U.S.C. § 1396-1  

• HCBS waiver services:  42 U.S.C. § 1396n(c)(1); 42 C.F.R. § 441.300  
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Due Process 

Requirements:  

• adequate, timely prior notice  
• adequacy = enables preparation of responsive defense 

• age and disability  increased need for detail 

• opportunity for fair hearing 

• aid paid pending decision on appeal 
 

Authorities 
• U.S. Const.: 

• amend XIV; Goldberg v. Kelly, 397 U.S. 254 (1970)   

• Medicaid Act:  

• 42 U.S.C. § 1396a(a)(3); 42 C.F.R. §§ 431.200-431.250 
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Advocacy Issues 

 

• Defense 

• Expansion 

• Shift to Managed Care 
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Defense: 
 Budget-Driven Threats 

• Service Reductions 

– Benefit caps/reduced hours 

• Eligibility Restrictions 

– Heightened ADL/IADL requirements 

• Service Eliminations 

– outright elimination, state plan waiver 

• Others: provider rate cuts, informal 
barriers 

 

Optional Benefits = Easy Targets 
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Defense:  
 State Advocacy 

• Audiences:  

– Administrative Agencies 

– Legislatures 

• Close Monitoring  Early Intervention 

• Best Defense is Offense: Expand HCBS 
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LTSS Expansion 

 

• Cost-Savings Arguments 

• Do real cost-benefit analysis 

– Woodwork Effect Discredited 

– consider institutional savings (flexible 
accounting ) 

• Utilize New ACA Incentive Programs 
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The Institutional Bias in Medicaid LTC, 2008 

Source: HCBS (Ng and Harrington, 2011) , Institutional (CMS Form 64 Data, Medstat 2010; MSIS 2008 
Data) 

Expenditures: $107 billion Participants: 4.8 million 

 Insti. 

1.7m 

(35%) 
HCBS 

3.1m 

(65%) 

Insti. 
$62bn 
(58%) 

HCBS 
$45bn 
(42%) 
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StatCi HudgCl tlng PracticCis that In crCla!OCI AccCl!Os to 

Home_ and Community_Based Sel"Vlces 

Rcco tntncndotlon s for Colifornlo 

By 

Leslie Hendrickson. Ph.D. 
Laurel Mildred. MSW 
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Defense:  
Federal Advocacy 

• CMS (Medicaid) 

– Federal Approval requirement  

• for state plan amendments  

• for waiver creation and renewal 

• HHS Office of Civil Rights (ADA/Rehab) 

– Formal vs. Informal Complaints 

• Department of Justice (federal law) 

– Statements of Interest 
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Information and Technica l Assistance 
on tht Americans with Disabilities Act 

ADA Design Standards se<'llIi tt>e u.s. ~~ Ii~, IUIiOf'o'f PAGE, · al Assistance Program I Enforcement I Code Certification 
Wa.mati,n an:! Tectnr.!I AssistllfU 0:1 the _~"'" ¥Itt1 

ADA Business Connecti Di>.obh>Ad sed Regulations I ADA Mediation Program I Contact Us 

Federal 
Resources 

Other Federal 
Agencies with ADA 
Responsibilities 

EmploymeO! 
{EEOCI 

Ielepbone ReiDY Servic, 
{FCC) 

PrQOj)ted Deslon 
Guidelinel {AcC1!5S 6o~rdl 

u.s. Department of Justice 

Americans with Disabilities Act 

ADA HOME PAGE 

What's New to ADA.GOV 
\LII><!aIoOd~" "be. t l .1012\ 

• Sign Up for E-mai l Updates 

ADA 
Publications 

General 
Publications 

Guide 10 Dlybjlitt RjahlJ 
ill!> 

ADA Questions & Af!5W9fJ 

APA Deslanated 
InveHigatjve AgencjeJ 

[ !llolSina tile APA; A 
StaIUS Report from m, 
Pepanme", of Justice 

ADA .. lediofon program 
, ._- -'- -----~- ---------- --,--



Defense: Litigation 

• Potentially Powerful Tool 

• ADA/Medicaid Claims work together 

 

Cautionary Notes:  

• Enforceability Issues 

• Litigation in a time of scarcity. 

– optional benefits are optional 

– need for compelling stories 
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Shift to Managed LTSS 

• Capitated Models vs. PCCMs 

• LTSS historically carved-out 

• Common Managed LTSS Authorities:  

– 1915(b)/(c) waivers 

– 1115 demonstration waivers 
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Thinking About Managed Care 
in LTSS 

• What’s the supposed managed care 
advantage? 

– Coordination of care for more better 
outcomes and less expense 

– More use of cost-effective HCBS 

• What’s the downside? 

– Saving money by shorting enrollees on care 

• Devil’s in the Details w/ MMC contracts 
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Long-Term Services and Supports: Beneficiary 
Protections in a Managed Care Environment 

II tooJ~il 'or advocates on L TSS-spxmc tJcna~ciary protoC/ior.s dcvolo{;ed In partnership 
wih Ihp. r:I.~'lhilty Riahl"~ Frll.clltirm;;nd fJP.'pn~F. Fllnri (nRFnF) 

Managed Care Context I Managed Care Plan Infrastructure I HCSS Benefit 
Packages I Provider Choice and Access I Care Continuity I Person Centered Care 

Planning I Serf Direction I Assessments I Care Transitions I Appeals and 
Grievances I Ombudsman I Meaningful Systemic Stakeholder Involvement I Civil 
Right~ I Fin~ncing I State and Federal Oversight and Monitoring I Quality 
Measurements, Data lind Evaluation 
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ser.K:Bs aM Sl.pportS (l TSSI to senors and people with disabil ties lruler managed care 
organzabons (MCOsl. These proposals offer Doth signifiCflnt ri sk, End cooside"tlJle 

opponulity " Strong beneflciel)l pretEctions speeific \0 the deliVery of l TSS mJst be 

ncorporated 10 ensure th31 states and MCOs de~eKlp models that best SupPCrB 
ndependence ~nj the abi lrty of beneficiaries to rema in in or rdurn to corrmunrty scttng~ 
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Other Advocacy Handles 

• Un-waived Medicaid statutory provisions 

• ADA 

 

– An advocacy hurdle: Unlike HCBS Waiver 
application, demonstration waiver 
application does not demand specific 
answers to standard questions 

• Back and forth correspondence with CMS may 
provide some additional details 
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www.NSCLC.org 

Service Planning 
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Consensus Decision? 

• NY: “The person-centered plan is 
developed by the participant with the 
assistance of the MCO/PIHP, provider, 
and those individuals the participant 
chooses to include.” 
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Q: What If Enrollee and Team 
      Disagree? 

• Laws and contracts generally assume 
agreement 

– Danger that enrollee will be 
persuaded/coerced into going along with 
group decision. 

• E.g., WI Partnership Contract provides for 
“Purchase of Enhanced Services” for enrollee to 
buy service or item from MCO, if enrollee and 
MCO agree that service or item is “not necessary 
to support member outcomes” 
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Can Member Appeal Adverse 
Decision By Team? 

• WI provides for notice and appeal rights. 

– Standard notice templates for adverse 
decisions. 
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WI – Appealable “Action” 
Includes Team Decisions 

• Development of member-centered plan 
that is unacceptable to the member b/c 

– Requires the member to live in unacceptable 
place. 

– Does not provide sufficient care, treatment 
or support to meet the member's needs and 
support the member’s identified outcomes. 

– Requires care that is unnecessarily 
restrictive or unwanted. 
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www.NSCLC.org 

 

Anna Rich, arich@nsclc.org 

Eric Carlson, ecarlson@nsclc.org 
 

 
Keep informed of NSCLC’s advocacy efforts and receive substantive 

information and alerts by joining our Health Network online at 
http://www.nsclc.org/index.php/store/subscriptions/.  
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